We Are A Changing Melody

We are a changing melody, and we are burning bright
Reach out your hands, we are strong when we unite

We are gathered here together, here on common ground
We hear each otherods stories, gain st
Each voice is different, but also much the same
When we walk together, what a difference we could make

We are a changing melody, and we are burning bright
R each out your hands, we are strong when we unite

| need you all beside me, help me find my way
Teach me understanding, and living day by day
We candt control the changes, but we
The melody goes up and down, but the music never ends

We are a changing melody, and we are burning bright
Reach out your hands, we are strong when we unite

Bridge:

Sometimes the road is too tough, | f
understand

|l tds good to know you are close, and t
hand

Song lyrics written by Joanne Does, 2008
Partner in Care

Certified Music Practitioner



Our Day

Times are changing,

And dondét we know it!
Memory loss makes each day a challenge.
Pl ease, dondot fear i1 t; accept i

There is a day just for us!
Changing M elodies is ours to embrace.
Whet her you have dementia or Al zhei
Come join us, you will find your place.

Thereds a quiet room, you may retr
Several breaks will allow you to meet with a peer!
One voice can make a difference;
And itds your sheaawe wi sh to

Together we are a family.
Coping skills, we learn from each other.
Dondotd be shy, ask your question
Share your experiences and release your cover.

Remember this is your day with others who care.
Come and share, while a cup of tea you may sip.
Ins piration and renewal of hope,
|l s on the horizon when we dondt gi

Poem written by Elaine Smith, 2006
Diagnosed with Vascular Dementia



Welcome tothe20 11
International A Changing Melody Forum!

What a thrill it is for us to be hosting our first International A
Changing Melody forum and sharing this very special day with
individuals and families from  around the world.  On behalf of our
partners, the Alzheimer Society of Canada, the Alzheimer Societ y
of Ontario, the Alzheimer Societies of Kitchener -Waterloo and
Niagara, the Dementia Advocacy and Support Network
International, the Canadian Dementia Resource and Knowledge
Exchange, and the members of the planning committee, | would

like to welcome you to our first ever International A Changing
Melody forum

The idea for A Changing Melody sprouted 10 years ago when a
gentleman who was living with dementia contacted us looking for

a venue where he could share with others a memory tool he had
developed to help him cope with his memory issues. When we
had trouble finding a venue for this pers on to share his tool with
others living with dementia, we decided it was about time that

there was . In 2002, we brought together a number of partners
committed to working with each other, especially with persons
living with dementia, to develop a safe spac e where all involved
in dementia care and support could come together to learn from,

and share with, each other. On November 6 ™, 2004, A Changing
Melody became a reality with the opening of our first ever
Canadian forum that brought together persons with dementia,
family members and a range of professionals exploring the
possibilities for  living with an illness causing dementia.

A Changing Melody is guided by four guiding principles that
continue to guide all of our work in MAREP:

1. Persons with dementia ha ve the right to be and must be
involved in decision -making about all a spects of their lives.
They have the right to have choices and make decisions
related to their own care and support, to speak for
themselves, and to have their voices heard and respected



2. Understanding the experiences of dementia from the
perspectives of those living with it is crucial to ensuring
adequate care and support , continued community
engagement , and high quality of life for all persons and
families living with dementia.

3. Persons with dementia can continue to grow and learn,
contribute to their own care and the care and support of
others , and live meaningful lives with dementia if provided
with adequate information, resources and support to do so .

4. Effective and respectful dementia care and support requires
strong, authentic partnerships among all those in the
dementia context T partnerships that value and incorporate
the diverse perspectives, insights and experiences of all
involved in dementia care and support.

Thus, AChangingMe lody i s not about perpetuating
or Al osso discourse of dementi a; It i s &
discourse focused on the possibilities in dementia and dementia

care. It is about empowering persons living with dementia and

their families a s well as those who work hard to support them. It

is about recognizing that far more can be accomplished when we

all work together. Most importantly, it is about hope.

A Changing Melody has changed my life and my understandings

of dementia in profound way s. | hope that your experience at A
Changing Melody  will touch your life in a similar way and that you
will be  moved by the messages of rights, inclusion, partnerships,
enablement, possibilities, and hope you will hear about today.
Finally, 1 hope you will feel inspired to take these messages with

you and share them widely with others in the dementia context.

Sherry Dupuis
Director, MAREP



A Changing Melody :
The History

The Ideaof A Changing
Melody

A Changing Melody was conceived
out of the need to develop
meaningful partnerships between
persons with dementia, their

families, and all others involved in
dementia care and support -
partnerships that value the

diverse expertise, perspectives,

and experiences of  all invo lved in
dementia care. Planning for the
forum was guided by research

that demonstrated that persons

with dementia can learn and ‘ ﬂn ln
adjust to their illness, contribute

to their own care, and live
meaningful lives if provided with . M

adequate information, resource s ‘_ e 0 y

and support.

The Naming of A Changing Melody

The motivation for naming the forum A Changing Melody came from a story shared by a
person with dementia, Jim Agnew, during one of the initial planning committee meetings.

Jim had heard an account of violinist Itzhak Perlman and his inspirational performance at

the Lincoln Center in New York City. Perlman is a world renowned musician, who
overcame polio as a child and now walks with crutches. It has been told that at a 1995
performance, just as he finished the first few bars in his recital, one of the strings on his
violinbroke. To everyoneds a maitheubfigingthe strimg) Periman closed his
eyes and continued to play, changing and recomposing the piece as he went. At the end

of his performance, the audience rose to their feet to show their gratitude for his

persistence, and after brushing the sw eat from his brow, Perlman said to the audience,
6You know, sometimes it is the artistods task t
with what he has |l eftd.

This story really resonated with Jim and he used the story as a metaphor for his own life.

He told the planning committee that although he faced many challenges in his life as a
result of his diagnosis of dementi a, htaoughtife |
was certainly changing, he, and others like him, could continue to live meaningful lives

despite dementia. Although the music continues, the melody changes as persons with

dementia learn how to adjust to living with the illness. The story of It zhak Perlman
inspired Jim to focus on his abilities and not his deficits and to adapt to the challenges he

had been presented in life. His recounting of the story also inspired others on the

planning committee. Based on this story, the committee opted to n ame the forum A
Changing Melody to reflect the idea that life can still be beautiful even when faced with
challenges.




A Changing Melody :
Celebrating Five Years

Memorable Moments

AMake a point
all that we are still able

to enjoy in this life,

rather than the things

we have | ost.
make this tim
(Norma Selbie , 2005,
Keynote Address)

fiPlease continue to be
my friend, soul mate,
companion, wife,
husband, son,
daughter . Most of all

all ow me to 0
wino my way,
digni ty! Even

no longer capable of
speaking, when you

look deep into my heart
and soul you will feel

my love for you! I will
always love you and |
thank you for your
unconditional
understanding , for
without vyou,
have beenrnElane!
Smith, 2006, Keynote
Address)

AContinue to
the new gifts that you

can still receive and the
new memories that still
can be created. They

are abundant once you
start living in the

mo me n t(Breh da
Hounam, 2006, Keynote
Address)

The 1 * A Changing Melody Forum

The 1st Annual A Changing Melody forum held in Toronto on
November 6, 2004 was the first of its kind in Canada. Its purpose

was to provide a positive environment for persons with dementia and
their partners in care to come together and learn from one another,

as well from other experts in dementia care, how to actively improve
their quality of life.

The program for the day included an inspiring keynote address from

Dr. Les Shel@etnt itig | telde AMo st Theraweref T
also four workshops on various aspects of dementia, tit led ALi vi ngd
with Dementia, 0 AAdapting and Enhanc
fAdvocacy and d@a@e mPhanai og Pwoefthese 0
topics were presented by persons with dementia.

Another highlight of the forum was the performance of the song i On g
More Me mo r lyy®ara Westbrook. This powerful song was inspired

by the experiences and feelings of Brenda Hounam, a person living

with early onset Al zheimerés disease
the planning committee for A Changing Melody since it first star  ted.

The success of this first forum encouraged MAREP and its partners to
turn it into an annual event and A Changing Melody took off!

In this picture are Dr. Christine
Jonas-Simpson (left) and Dr.
Sherry Dupuis (right) leading the
open discussion after the
performanceofl 6 m St.i | |

The Premier of I dm Still Here
The 1 %' A Changing Melody forum ended with the premier

performance of the powerful, research -basedplay 1 6 m St i.lThe H
play presented a realistic portrayal of the experience of dementia
from the perspective of those living with dementia and their families.
The play was perfor med by the actors of ACT Il Studio housed at
Ryerson University.

Open discussion about the play was held directly after the play and

the comments suggested that I dm St i hadthédpstengal to raise
public awareness of dementia, to change perceptions of dementia,
and to alter approaches to dementia care in this country. The play

has now been performed throughout the nation and has fulfilled

many of the potentials that were suggested by the comments at the
premier.
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Liveso and i ncl

Comments from Participants

An exceptional meeting with a
tremendous uplifting of my spirit. |
can use this day to keep me in a

positive mind set. Thank you. adaptations that they have used to manage the daily
(Person living with dementia, challenges that can arise when living with dementia.
2005)

helped my husband who has felt
isolated and alone. He has felt

useless and worthless. Today, at
least, he know s he has worth. |

suggestionsontop i cs

hope it stays! It has given me naturopathic, and complementary therapies that can
hope. (Family partner in care, help a person living with dementia with their physical
2005) health and emo tional well -being.

A wonderfully uplifting day. This forum showcased the value and necessity of
Personal touch, storied and viewing people with dementia as capable of learning,

experiences of people living with
AD made my experiences/ job real
and reassured me th

right job. Thank you. (Professional, autonomy and the right t
2006) respected.

The 2 ™ A Changing Melody Forum

Thethemeofthe2 ™ f or um wWakiag Ciontrol of O ur
uded a keynote ad
titllefd, W Dondt?0 WBlhe Ws har ed i
reflections on dementia and described some coping

strategies she uses to live a rich and meaningful life.

Foll owing Normaés talk, two p
Scott Millar and Douglas Kearn, along with a partner in

care, Melané Hotz, spoke about coping strategies and

The afternoon session included a talk given by Barbara

Itwas excellent! It particularly Lindsay on self -advocacy in which she gave

such as getting
order and how to get in touch with the right people.

The final panel outlined a number of medical,

growing, and contributing to their own care; it strongly
supported the presumption of competency, the right to

(o]

have oneds voi (

The 3 ™ A Changing Melody Forum

The3™f orum was again another succe

t he me \FaghtingffogethertoWin . 0 The day beg/{

inspiring Keynote addresses on fighting together to win by two
persons living with dementia, Brenda Hounam and Elaine

Smith. The second presentation included a professor of

neurology from McGill University, Dr. Howard Chertkow, giving
a research update which included information on drug trials.

Gerry McKee, a person living with dementia described his

personal involvement in a drug trial that examined the drug
Alzemed.

In the afternoon, an interactive workshop t i t | Enthanding

Abilities through Meaningful Activities 0O was presente
MAREP&s Director, Dr. Sherry Dupu

along with Gail Robinet, a person living with dementia. Before
the afternoon break, singer/songwriter, Sean Day, performe

the s dweqldt. 06 After the break, t

fiRising above Misconceptions 0 was presented
a person living with dementia, and Barbara Stanton, the
coordinator of the Developmental Consulting Program at
Queends University.

This forum empowered participants to stand together with their
families, friends and peers to fight against and rise above the
misconceptions attached to dementia.

Singer/ songwriter Sean

Day is seen above
performing hves
aloto

Persons with dementia,
Brenda Hounam (left)
and Elai ne Smith (right),
are seen above giving
their keynote addresses
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The 4 ™ A Changing Melody Forum

The theme of the 2007 forum was AFor gAmgad with Cour ag#@€hedayd
started off with David KnindPrertads ngewnaothe Adddre
One Step at whereThe makeddthe audience through his dementia journey,

which started with denial and anger and ended with ac ceptance and ho
sincere and powerful address yielded him a standing ovation. The second session of the

morning, AWor ki ng Effectively with Wasledbyle Kenrteth LeC a 1
Clair and Christine Baum Van Ryzin, a person with dement ia. They discussed ways to
enhance working relationships between all members of the health care team through

active participation, setting realistic goals and expectations, maintaining records, and

becoming informed.

The afternoon included a panel discuss iontitled AEnhanci ng Co mmftomithe a
perspectives of persons with dementia, partners in care, and professionals. The

panelists included Joan McConnell, a courageous person living with dementia, Ann

Marie Wilson, a dedicated partner in care, and Ma rija Padjen from the Alzheimer
Society of Toronto. The last session of the day was an interactive workshop titled
iPantyhose Programs: One ThisgessiorDhelged audignce fenberd | |
identify their personality types, enabling them to bette r select leisure activities and
programs that meet their interests and fit their lifestyles.

The end of the day included a music therapy session with Linda Dessau. Linda

explained the healing properties of music and how it can help persons with dementia

remain connected with the people around theml
Walk you Home .0 This song was originally written by Joanne Does as a dedication to

her mother who is now in the | ate stages of Al

4%

: f’lalrgillg Melody

Memorable Moments

Ailt is important t
a time, enjoying what we have at

this moment, and not spending

too much time contemplating

what is to come. 0
2007, Keynote Address)

it has not hblastth u In the above picture is

the audience from the
years that the research has been th :
able to focus on early detection ?oruAmChangmg o

and prevention. Prior we were set
in a limbo. One would not have

used the words Al z To the left is David

Dementia. It was a stigma. It was Knight giving his

a failure. Now we put hope in the keynote address titled
same sent €hristine Baum( ‘Dealing with

Van Ryzin, 2007, Working Alzheimer’s
Effectively with your Health Care Dementia: One Step
Team) ata Time.”
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A Changing Melody:
Other Highlights

Meaning Activities

Showcase of 2006
The AMeaningful Acti
Showcased was one of

from the 3 ™ A Changing Melody
forum. Persons with dementia were
asked to bring in an item
representing a meaningful activity.
The over 40 items displayed
included poetry, knitting, quilting,
woodworking, a photo of a man
running a marathon - demonstrated
the continue d capabilities and
talents of persons with dementia.

Below is a picture of some of the
poetry that was featured at the

fiMeaninaful Activities Showcase . 0

Celebrating Accomplishments
Showcase of 2007

TheCdl ebrating Accomplis
showcase featured various creations by

persons with dementia including pottery,

poems, crafts, books/articles, handmade

quilts, teddy bears, and miniature displays.

Larry, the first person in Canada to adhere

photos to vinyl records displayed an example

of his work. Bert sh  owed a painting of a ship,

al ong with an engineer s
representing his experience sailing on the

Bruce Angus in 1957 as a technician and

engineer. This remarkable display was a

powerful reminder that persons with

dementia are unique individuals who have
accomplished, and continue to accomplish,

so much in their lives.

In this picture are
some of the

// creations from the
red b fiCelebrating
Accomplishments 0
showcase.

.4

The ABYy Us For
The A Changing Melody
opportunity to spread word about and help

| aunchBtwh&shi Faguided)Bhé first
t it IMednofr y
and the second eHhhabcing
Communi caagandvginagi ng
launched atth e 2007 A Changing Melody

These series of guides are created by a talented
and passionate group of persons with dementia.

The guides are designed to equip persons with
dementia with the necessary tools to enhance
their well -being and manage daily ch  allen

The two new guides in the series were launched

atthe 5 ™ A Changing Melody forum.

forum provided a perfect

Wo rwaslaumncbed in 2006

T wéregy g

guide

ns ti

forum.

ges.

In the picture
persons with dementia who created

above is the group of

t heByfisForUs 0 gui des




Launching a New Era of
A Changing Melody

The 5 ™ A Changing Melody Forum

The theme ofthe 5 ™ and final A Changing Melody forum was
fiJoining Forces: Building Supportive Dementia

Communities. 06 Thi s forum included thr
fiLiving with and Transforming Grief and Loss after

Diagnosis, 0 Li ving in Meaningful Wang s
iBuil ding Supporti v Alsé&sianswenecot i e s .
presented by a person with dementia.

After each session, a discussion on each session topic was
facilitated by Connie Kuipers from the Alzhe imer Society of
Ontario. Guiding questions were provided to all of the
participants to help encourage and promote group

discussions and learning on each of the session topics.

Another highlight of the 2008 forum was that of the Life

Story showcase. Thiss howcase provided an opportunity for
persons with dementia to voice their unique life history and
stories. Written descriptions, scrapbooks and video

recordings of life stories were displayed at the showcase and
included life stories from persons with demen tia who were
not able to attend the forum.

A Changing Melody Toolkit
The A Changing Melody Toolkit is now available and provides the information needed for
others to plan and implement similar forums in their own communities.

The toolkit highlights the importance of partnerships as a necessary component in

organizing and planning this type of forum. Strong partnerships in dementia care and

support are essential if we ever hope to meet the needs of persons with dementia and

thei r families and ensure the highest quality of life for all who experience dementia and

their families. Local forums similar to A Changing Melody are critical if we hope to build
stronger and more supportive dementia communities.

This toolkit will enable yo  u to:

Understand the key planning principles guiding A Changing Melody

Understand the key principles required for creating strong partnerships in dementia
Have practical strategies for enabling strong partnerships

Recognize the challenges of a partnership approach and identify practical solutions
to those challenges

Understand the personal and societal impacts of a partnership approach

Be able to plan and implement A Changing Melody forums and other partnership
projects in your own community

E R I
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Forum Planning Committee

Partners with Dementia Family Partners in Care
Bill Heibein Jack Henderson

Brenda Hounam Ken Hancock
Jane Mederak Katrena Johnston
Fred West Ann West

Dementia  Advocacy and Support Network International
Lynn Jackson

Murray Alzheimer Research and Education Program
Sherry Dupuis Lisa Loiselle  Stephanie Bates

Colleen Whyte Dawn Cheng
Alzheimer Society of Canada Alzheimer Society of Ontario
Mary Schulz Cathy Conway

Alzheimer Society of Kitchener Waterloo
Lynelle Drudge

Alzheimer Society of Niagara Region
Gina Bend o

Lakehead University
Elaine C. Wiersma

Northwoodcare Incorporated
John OO0OKeef e

We would also like to extend a special thanks to Elizabeth Lusk, Alan Kirker,
May Yan, Sean Harris, Amy Van Steenburgh, Jillian Dahm -McConnell,
Meredith McGinnis, Michelle Douglas -Mills, Michael Strickland,
Meandro, Kathryn Richardson, Virginia Bawlf, Terry Stewart, Bryan Smale,
Angus Rogerson, Lauri MacLeod, Randy Dauphin , and Kathy Kastner

Rosanne
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Thank you to our generous sponsors:
@

:b L
PREMIER () NNOVARTIS

The Homewood Foundation ~ SERVICES
Pecple Helping Pesple howws swreet homeaee

Other forum donations
Sherry Dupuis
Lynn Jackson
Morris Friedell
Brenda Hounam
Bryan Smale

A very special thank you to the Alzheimer Society of Ontario for

providing travel funds to ensure all those who want to attend A
Changing Melody are able to.

Forum partners

\% A l P ““\
Murray Alzheimer Research and Education Program
lJ xxxxxxxxx wofv\ ate Ix \

DAS N Internau()nal Alzheim E r Sm:f'{" f}"
ORTARIO
CANADIAN DEMENTIA
RESOURCE AND
KNOWLEDGE EXCHANGE
bOO kSto re Sociere Alzheimer Soc iety

UNIVERSITY OF WATERLOO CANADA

Xii


http://www.premierhomecareservices.com/
http://www.premierhomecareservices.com/
http://www.premierhomecareservices.com/
http://www.premierhomecareservices.com/
http://www.premierhomecareservices.com/
http://www.premierhomecareservices.com/
http://www.premierhomecareservices.com/
http://www.premierhomecareservices.com/
http://www.premierhomecareservices.com/

We also would like to thank the following individuals and
organizations fort heir contributions to the forum:

Door Prizes:
Louise and Charles Dupuis
Meredith McGinnis
Room 217
Murray Alzheimer Research and Education Program
Home Depot
Zel |l er 0s
Walmart

Music :
Joanne Does and Dr. Tim Elliot t

Registration Tote Bags and Materials:
Sherry Dupuis
Retail Services , University of Waterloo
Joanne Does
Murray Alzheimer Research and Education Program
The Alzheimer Society of Ontario
Alzheimer Society of Canada
Dementia Advocacy and Support Network International
(DASNI)

IT Services:
Retail Services , University of Waterloo
Terry O. Stewart

Creative Services and Printing
Michael Hetherington
Advance Printing
New Media/Retail Services, University of Waterloo
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Thank youto the following volunteers
contributions and assistanc e wi t h

Sylvie Besnard
Kaya Borowska
Jordanne Dalgleish
Alicia Dalloo
Shannon Knutson
Kimberly Lopez
Lisa Meschino
Rachel Morrison
Kathleen Nimigon
Diego Quattrociocchi
Leah Sadler
Lindsay Sprague
Suzy Uretzki

Julie Wheeler

for their
t his

Finally, we want to extend a very, very special thank you to
Ben Stanley and his team at MCI -UK and Alzheimer Disease

International, especially Jane Cziborra and Marc Wortmann, who

year 0s

supported us so much in the planning of this first International

A Changing Melody Forum
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About the A Changing Melody Partners

Murray Alzheimer Research and Education Program
(MAREP)

The Kenneth G. Murray Alzheimer Research and Education Program (MAREP), a

major division of in the RBJ Schlegel i UW Research Institute fo  r Aging (RIA) in
the Faculty of Applied Health Sciences at the University of Waterloo, is an
innovative program, which integrates research and educational activities in an

effort to improve dementia care practices in Canada and beyond. MAREP
operates from an authentic partnership approach, actively including persons

with dementia, family members, and professionals in decision -making in our
research and educational initiatives.

MAREPOSs mandat e i s t o B. E. N. E. F. | . @l thosen d en|
experiencing dementia by:

Building individual capacity by strengthening skills and providing resources and
information to persons I|living with Al zhei mer
(ADRD), their family members, and professionals working in commu nity and
long -term care settings

Enabling the development of more supportive communities for persons with
ADRD and their families by developing tools and resources to ensure
communities are better able to meet their unique needs

Nurturing strong relation ships and partnerships involving persons with
dementia, family members and professionals in both research and knowledge
translation activities

Enhancing the quality of life of all those touched by dementia, especially those
living with it and their famili es

Eacilitating and conducting sound socio  -critical research based on the priorities
identified by persons with dementia, family partners in care and
professionals working in dementia care

L dentifying and creating new and innovative approaches, paths and models in
dementia care that provide unique and creative solutions to issues faced in
dementia care

Transforming images and understandings of dementia in order to reduce the
fear, stigma and misunderstandings associated with it
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History

MAREP was launched in May 1993 at the University of Waterloo under the
auspices of the Centre for Applied Health Research in the Faculty of Applied
Health Sciences. The development of MAREP is largely due to the commitment

and passion of its founder, Mr. Kenneth G. Murray, whose wife, Helen, died of
Al zhei mer 6s di sease. Mr . Murray continues
and to be actively involved in MAREPOGOs activiti

From 1999 to 2004, MAREP played a key role in several of the initiatives of The
Ontario Alzhe imer Strategy and from 2005 to 2007 in the Ontario Alzheimer
Strategy Transition Project.

In 2005, MAREP was designated as a major division in the newly formed RBJ
Schlegel -UW Research Institute for Aging (RIA).

MAREP is a charitable program and most of its activities are funded through
donations from individuals, groups and organizations.

MAREP Activities
MAREP is involved in a number of on -going activities and new initiatives, such
as:
1 conducting socio -critical research in the community and in long -term care
settings;
1 developing and implementing education modules and materials;
1 providing staff professional development;
1 developing and disseminating information tools and resources;
1 organizing conferences and forums for those involved in dementia care;
and,
1 maintaining the Age Friendly Communities website i aweb -based

interactive tool promoting the development of communities that are
enabling and supportive for all citizens (www.afc.uwaterloo.ca).

Critical Partnerships

MAREP has developed strong partnerships with individuals and organisations
across Canada and beyond. We see these partnerships as being critical to
identifying, and working to address, priorities in research and education that will

improve the quality of life of all those who exper ience dementia.

For more information about MAREP, call 519 -888 -4567, ext. 35040 or visit our
website at www.marep.uwaterloo.ca
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http://www.marep.uwaterloo.ca/

Alzheimer Society of Canada

The Alzheimer Society works nationwide to improve the quality of life for
Canadians affected by Alzheimer's disease, and to advance the search for
treatment, prevention and a cure. It develops and provides support and
educational programs for people with the disease, their families, caregivers, a nd
members of the health  -care team. The Society is a leading funder of Alzheimer
research and training in Canada.

For more information on the Alzheimer Society of Canada, please contact 1 -

800 -616 -8816 or visit www.alzheimer.ca

Alzheimer Society of Ontario
About the Alzheimer Society of Ontario

Founded in 1983, the Alzheimer Society of Ontario supports a provincial

network of 38 chapters to improve service and care, fund and advance
research, educate the communities they serve, create awareness and mobilize
support for persons with the disease and

t hei

vision is a world without Al zhei mer 6s di sease

Ontario Alzheimer Societies

Your local Alzheimer Society chapter prov ides a range of educational and
support services, including individual counselling , information and referral
services, support groups, day programs, educational workshops and information

resources. Visit www.alzheimerontario.org to locate the chapter neare st you.
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Dementia Advocacy and Support Network International
(DASNI)

DASN International is an internet based support network established to:

1 Promote respect and dignity for persons with dementia
1 Provide a forum for the exchange of information,
1  Encourage support mechanisms such as local groups, counselling groups
and Internet linkages, and
1  Advocate for services for people with dementia
1 Assist people to connect with their | ocal Al z

Since its founding in 2000, DASNI has evolved as an international group of
people with dementia. Approximately one -third of members have dementia
themselves.

DASNI activities currently include an Internet -based support group for people
with various demen tias and those involved with our well -being. DASNI has an
email community. Twice -daily Internet chats in a chat room help ease the
isolation of dementia and educates participants about living with their
diseases.

The stigma of dementia is very real, very cruel and widespread. There is also a
lack of knowledge about dementias, the impact of new medications, and the

support available. By sharing their hopes and concerns, and participating in
dementia -related activities, DASNI empowers people with dementia to actively
participate in their own care and treatment. We support a more accepting, more

hopeful view of living with dementia. We encourage people to improve the

quality of their own life by advocating for others.

DASNI members have made presentations a t Al zhei merés Disease I nt
conferences in Christchurch, New Zealand (2001), Barcelona, Spain (2002) and

Santo Domingo, Dominican Republic (2003), Kyoto, Japan (2004), Istanbul

Turkey (2005) and Berlin, Germany (2006). Similar local and national

presentations have been made throughout Canada, Australia, New Zealand,

Europe, the Middle East, the United Kingdom, the United States and Brazil.

DASNI members have published books, given TV and radio interviews and
written many articles on the subject of diagnosis and living with dementia.
Please our website for further information.

DASNI WEB SITE: www.dasninternational.org
EMAIL COMMUNITY: health.groups.yahoo.com/group/DASN/
DAILY CHATS: www.alzinfo.org
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Canadian Dementia Resource and Knowledge Exchange

The Canadian Dementia Resource and Knowledge Exchange or CDRAKE
is a network of people dedicated to improving the quality of life for persons with
dementia and their families. Focusing on the national sharing of dementia

resources and knowledge through in -person and virtual exchange to support
relationships among indu stry, researchers, clinicians, policy makers, persons
with dementia, and care partners, CDRAKE brings together the best and
brightest in dementia care to:

1 Support the learning needs of people seeking practice change

f Facilitate quick and easy access to the best knowledge for continuous

quality improvement
¢ Stimulate , support and share innovations
f Build and strengthen collaborative pa rtnerships between stakeholders
1 Foster direct links between knowledge users and producers

Visit the knowledge exchange platform supported by CDRAKE at
www.dementiaknowledgebroker.ca

XiX


http://www.dementiaknowledgebroker.ca/
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Forum Schedule

9:00 7 10:00

10:00 7 10:15

10:15 71 11:00

11:00 1 11:20

11:20 7 12:15

12:15 1 12:20

12:15 71 1:15

1:15 7 2:00

2:00 1 2:20

2:20 1 2:50

2:50 7 3:00

Registration and Continental Breakfast

Welcoming AThis Little Light of Mi
Dr. Tim Elliott & Joanne Does T Canada

Session 1: Coping with Stigma and Fear
Christine Bryden, Person with Dementia - Australia
Russ Belleville, Person with Dementia - United States
Loretta Loon, Ontario Federati on of Indian Friendship
Centres - Canada

Refreshment and Networking Break

Session 2: Adapting to Change
Mary McKinley, Person with Dementia - Canada
Dr. Mitchell Slutzky, Clinical Psychologist - United
States

Launch of Two New By Us For Us Guides
Brenda Hounam, Founder, By Us For Us Project -
Canada

Lunch and Networking Break

Session 3: Enabling Persons with Dementia
Cathie Borrie, Author and F ormer Partner in Care -
Canada
Patricia Bower, Actor Hiem etohe
Canada

Refreshment and Networking Break

Session 4: Creating Strong Partnerships
Agnes Houston, Person with Dementia, The Scottish
Dementia Working Group - Scotland

Partnership Awards and Closing
Sherry Dupuis, Director, MAREP
Ken Murray, Founder, MAREP
JoanneDoes -- iWe are A Changing M
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Forum Program
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Biography T Jack Henderson (Moderator)

Jack has lived in Kingston for most of his life where he cared for

his father, Dugald, who lived with dementia.  Over six years Jack
supported hi s father as hi s pri mar
numerous transitions, from independent to retirement living, and

a move to a long term care home. Af ter Dugal doés d
January 2007 Jack has continued sharing the kn owledge gained

from their journey.

As a volunteer, he has been a keynote speaker at a number of
workshops for the Alzheimer Societies in Southeastern Ontario
and is currently co  -facilitating three support groups.

Jack has also written a number of articles and brochures for the
Alzheimer Society of Kingston Frontenac Lenox and Addington

and was a contributor to the development of several documents

for partners in care of those living with dementia. He is currently

a member of the team developing the MAREP By Us For Us guides
for partners in care.

Jack has been involved in several ways with the Planning

Committees for A Changing Melody (ACM) For ums: MAREP
National ACM, a member of the MAREPOs advi
the Toolkit on planning an ACM, and this years 6 International

ACM. He is also Chair of the Planning Committee for the South
Eastern Ontario Regional ACM Forums held in Kingston Ontario.

Jack is retired. His career has been involved with communica tions
in a wide variety of ways: broadcaster, technician, engineer, and
manager of Campus Telecommunications and Networking at
Queenods Un iJaclkeand histwyfe, Janet, recently celebrated
their 40 "™ anniversary. They have 3 children and 8 grandchildren.
Jack and Janet stay active as speed skaters with the local
Kingston club where Jack was a coach in the sport for 15 years.
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Musical Welcoming

nNThis Little Light
Dr. Tim Elliott
Joanne Does
with
Lynn Jackson, person with dementia

Ken Hancock, family partner in care

John O6Keefe, professional
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Biography 1T Dr. Tim Elliott

Tim Elliott was born in St. Catharines Ontario, and is a graduate

of Huron University College, London Ontario, the General
Theological Seminary New York, New York, and received the
Doctor of Ministry deg  ree from Trinity College in Toronto. He was
ordained in 1977 and served three parishes in the Diocese of
Toronto until 2002 when he began his new venture as a keynote
speaker, professional musician, leadership consultant and author.
Hi s book, nCloariatge:andi fe as an | mpr o)
now in its second printing and tells the story of his wake up calls
and turning points and provides a map for those who need or
want to make a change in their life. As a professional musician,

he has recorded th ree solo piano albums. He travels widely and
speaks about life and vocation using jazz as a metaphor. He is
married to former CBC broadcaster Judy Maddren and they have
four adult children. Tim makes his home in Toronto. More
information can be found on h Is website:  www.timelliott.ca

Biography T Joanne Does

Joanne Does is a Recreational Music Maker and Certified Music
Practitioner who is employed as a musician in various Long Term
Care Facilities in the London ar ea. She also makes music with
the clients of the Alzheimer's Society of Oxford, and volunteers in
hospice. She has a special interest in working with those with
Alzheimer's disease .

Joanne has written a series of songs describing the journey of
Alzheimer's disease, as she travelled that road with her mother.
Today , in your forum bags, you will  find a CD with Joanne's songs
as a memento of your day at A Changing Melody


http://www.timelliott.ca/
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This Little  Light of Mine Introductory Script
(Written by: Sherry Dupuis and Members of the Planning Committee)

Person with dementia : Each and every one of us has gifts I a
life light T we bring to the world. Our presence alone is a qift.
Whether a person like me who Is living with memory loss

Family member . a family member like me who cares for
someone with memory loss,

Professional : or, like me, a professional or practitioner who
works hard to support persons and families on the dementia
journey.

Family member . we all have contributions we make to this
world, contributions that make this world a richer place to live.

Professional : Unfortunately, the stigma and misunderstandings

that surround dementia and the fear and judgment experienced
by those experiencing dem entia cause great suffering and
extinguish our life lights

Person with dementia . leaving us in darkness,

Family member . Feeling alone.

Professional : We see this far too often in dementia.

Person with dementia : A Changing Melody is about hope Tt
provi des a spark to our life lights.

Professional : It is about recognizing the possibilities of living
with memory loss and finding ways to better support and inspire
each other.

Family member Lifeds greatest chall enges
They are opportunit ies for growing, for learning
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Professional : for nurturing relationships, for strengthening our
connections with others,

Person with dementia : for deepening love.
Family member : We can let fear and stigma extinguish our life
lights OR we can find ways to ensure our life lights shine brightly

despite |ifebdbs chall enges

Professional : illuminating the life lights of others and giving
strength to those around us.

Person with dementia . Today is about confronting those life
challenges, opening to the possibili ties in dementia, and letting
our life lights be an anchor for us all, as we, together , find new

ways to let our life lights shine as brightly as possible.

JoanneandTim : This Il ittle I ight of mi

D~
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This Little Light of Mine

This little light of mine, | 'm gonna let it shine (3X)
Let it shine, let it shine, let it shine.

Wonoét | et no onel'mlgonoadetitshine (3Y)t !
Let it shine, let it shine, let it shine.

Today while I'm here. I'm gonna let it shine (3X)
Let it shine, let it shine, let it shine.

With everyone | meet, I'm gonna let it shine (3X)
Let it shine, let it shine, let it shine.

Every day | live, I'm gonna let it shine (3X)
Let it shine, let it shine, let it shine.

All around the world, I'm gonna let it shine (3X)
Let it shine, let it shine, let it shine.

With the folks | love, I'm gonna let it shine (3X)
Let it shine, let it shine, let it shine.

This little light of mine, I'm gonna let it shine (3X)
Let it shine, let it shine, let it shine.
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Let Your Life Light Shine! Sente nce Completion

All people have a light to shine on the world I gifts they bring.
The fear that surrounds dementia, and the misunderstanding, can
block out our light. A Changing Melody is about enabling T about

recognizing the abilities of all individuals. How can we continue to
let our life light shine while on this dementia journey?

Here is what some of our partners said:

As a person living with dementia my light shines most
bright ly when...

| am cooking
| meet with friends
| can truly contribute

As a family partner in care my light shines most
brightly whenée

Frank says to me, "1 | ove you
| 6m out wal king with my husband .
It is the first part of the day when my wife and | are together

As a professional working in dementia care and
support my |light shines most br
| am advocating and making a meaningful contribution
| am able to help individuals on this journey to feel that they
are not alone

| sing and pray with people with dementia, and they sing and
pray with me

When does your lif e light shine most brightly?
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You will notice on the far wall a large candle that is meant to
represent the life light that continues to shine in all of us,
individuals and families e  xperiencing dementia and those who
support persons and families living with dementia. People with
dementia, family members and professionals have begun to share
with us the times and situations when their life lights shine most
brightly.

Throughout the d ay we invite each of you to contribute to the
growing light of the candle. Use the yellow or orange post -it
notes you will find on your table to complete the following
sentence:

My life light shines most brightly when e

When you have finished  your post -in note, p lease bring it over to
the candle to our artist, Lisa Meschino, who is creating this
master piece and help show the world the continued light that

shines despite dementia.

10
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Session 1

NCoping with
Stigma and Fear 0

Christine  Bryden

Russ Bellevill e
Loretta Loon

11
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Biography T Christine Bryden

Christine Bryden was diagnosed with dementia at the age of 46 in
1995. She was a single mother with three girls, and had to retire
from her position as a senior executive in the Australian Prime
Minister's Department. Now aged 62, she has survived and
thrived for 16 yea rs with dementia, slowly declining but adjusting
along the way.

Christine has spoken extensively at maj o
Conferences in Australia and around the world. She has also

appeared many times in TV, radio and print articles about

dement ia, including a Japanese documentary about her in 2004,

which had an audience of 10 million.

She has publ i shed t wo books, 60 Wh o wi |
HarperCollins 1998 (available in English, Japanese, Chinese and

Kor ean) and oDancing wi & Kingdey 2@06t i a 6 J
(available in English, German, Japanese and Chinese). The title

reflects the theme of the changing melody of dementia and the

need to adjust our steps as care -partners in this dance with

dementia.

Christine first spoke to MAREP in 2001 an d a month or so later
gave a plenary address to the Al zhei mer

conference 1 the first by a person with dementia.

She has been a member of DASN International since its
establishmentin mid -2001 .

12
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Stigma and fear

M Christine Bryden

Bwww.christinebryden.com

| have lived now with a diagnosis of dementia for 16 years,
beating any projections made by the doctors. | have battled the
physical symptoms of this disease, and coped with lots of ups and
downs.

When | was diagnosed, the society and medical view of dementia
was one of despair, there being nothing to do except go home
and prepare to die, and to wither away in the mind until | was an
empty shell.

My talk is about how | cast aside the stigma put upon me by
society, and tackled the fear within for my future.

| became an active advocat e for people with dementia, first
speaking within Australia, then my first talk outside of my home
country was at MAREP in  mid-2001! And here | am a decade
later, still here and still talking.

My message today is that you can live positively with dementia,
and enjoy each new day in the slow lane.

13
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What causes stigma and fear?

* The stereotype of dementia 3
leads to: N
—Stigma in society; and
—Fearin the person

diagnosed

Wh a t I s the cause of the s tsteregptyge a@nd f
dementia: someone who cannot understand, remembers nothing,

and is unaware of what is happening around them. This

stereotype tugs at th e heartstrings and loosens the purse strings,

so is used in seeking funds for research, support and services.

ltds a Catch 22, because Al zhei mer 0s
image as non -persons, and make the stigma worse.

Stigma is a disease of society  resulting from the stereotype. We
are shunned by former work colleagues, and our friends become

awkward in our presence, with the picture of a non -person 1 the
stereotype of the empty shell 1 clouding their perception of us.
Stigma becomes an invisible ve il of misunderstanding, masking

our potential and segregating us from normal society.

Fear is what matters most to the person being diagnosed. We

fear becoming the empty shell i the non -person - portrayed in
the stereotype. Our fear is a basic survival m echanism in
response to the threat of future danger i of death in this state of

non -being. Fear can be paralysing.

14
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What causes stigma and fear?

* Frankl: need to find meaning @\

in life to combat the "trauma
of non-being"

» At diagnosis we fear a state
of non-being, even before
death arrives to release us.

According to Viktor FranklI , aut hor of
when a person is faced with death, the most basic of all human

wishes is to find a meaning in life to combat the "trauma of non -

being".

Misunderstanding and stigma have significant implications for
those of us diagnosed with dementia. We face the trauma of
non -being, even before death arrives to release us. How can we
face t his fear?

15
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How did | overcome my fear?

* Depression till met
Liz in 1996, then two
years of journeying
together

* Encouragedto write
about my feelings

How did | face my fears and find a sense of meaning in life? |
was diagnosed in May 1995, and became depressed and fearful,
until I met a wonderful friend in 1996, in whom | could confide.

Each month | would meet with Liz MacKinlay, a theologian, priest

and geriatric nurse. We both had to challenge the stereotype,

address societyods stigma, and tackle th
me. Together we went on a journey of discovery. Liz encouraged

me to write a book about my experiences, so | could help change

the stereotype. This gave me my sense of meaning in life: to

speak out for all those being diagnosed, to encourage others, and

to advocate for better support and services, as well as recognition

and inclusion.

By ficomi ng ous$ apersgn &ithldgmerdia, by talking in
the media and in my book about what it feels like, | was directly
challenging the stereotype. How could | be an empty shell if |
could still talk. But also, if | could talk, did | really have
dementia? So | was ig noring the stigma in order to tackle my
fear.

16
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How did | overcome my fear?

* “He who conceals
his disease cannot
expect to
overcome it.”

For me, talking, writing, and sharing has helped a great deal in
addressing my fear . Li ke t he Et hio
conceal s hi s di sease cannot expect t
concealed my fear, or even worse given in to it, | could have

rapidly been on a downward spiral into depression.

If we accept the label of dementia, and the stigma of the
stereotype, we fear each loss; we fear a decline into the expected
behaviours of dementia. We assume that we will become the
empty shell. Isolated by stigma we are left alone with our fear,

of dec line into a state of non  -being, followed by death.

But it doesnd6t have to be that way.

slow lane of dementia, with the support of others who
understand.

17
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Tackling fear head on!

Swindoll: “I'm
convinced that life is
10% what actually
happens to us, and
90% how we react to
itﬂ'

Wi t h Li z©6 encouragement I wr ot e my
expresse s the fear so many of us have at diagnosis. Who will we

be when we die? Will we be an empty shell? Liz reassured me

that | would retain my spiritual self, and set my fears in the

bedrock of faith and hope. My Christian faith gives me my sense

of meaning and of hope.

My motto was: Al 6m convinced that | i
happens to us, and 90% how we react to it. 0 (Charles Swindoll).

| realised there was much | could still do, whilst also accepting

the possibility of decline.

18



International A Changing Melody I March 26, 2011

Tackling fear head on!

mwﬂd& Nietzsche: “He who has
when J 42?3 whyto live can bear
9 with almost any how.”

Monty Python: “Always
look on the bright side
of life”

Addressing stigma and fear in my life meant:

A Finding a sense of meaning in my life (Nietzsche said he who
has a why to live can bear with almost any how).

A Focusing on personal relationships based on love and
connectedness. We then have people alongside us to help
provide calm in the storms of anxiety and frustration

ALooking for the positives fdfal ways |
|l i feo ( Monty Pyt hon Life of Bri an
humour in the absurdity of life.

19
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Care-partners pancing

with Dementia

* Boden became Bryden,
and much more thana
few letters had changed!

* Pauland!| became care-
partnersin the dance of
dementia

* Now | had a personal
relationship based on
love and connectedness.

| signed up to a dating agency and met a lovely man, Paul, and
married him a year later. Bo den became Bryden. By changing a
few letters of my name, far more had changed!

Paul became my support, my care -partner in this dance of the
changing melody of demen  tia. | now had a personal relationship
based on love and connectedness. | had him alongside me to

help provide calm in the storms of anxiety and frustration. I
wrote a second book about what it feels like to have dementia

and what you can do to help. It was also a story of my amazing
journey with dementia, meeting and marrying Paul, and
experiencing this roller -coaster ride of ups and downs. The
changing music of dementia meant we needed to adapt our care -
partnership, but it also gave us much to be thank ful for, and
much to share.

But although | had overcome my fear by not accepting the

stereotype, still | was isolated by the stigma of society. Like a

web the stigma that arises from the stereotype traps us in a

medical dementia system. Alone | could not c hange society. But

with Paul s help, | felt empowered to wo

20
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The ultimate in boldness!

* 2001: DASNI formed and
challenged the stereotype

* We approached ADI seeking
change and were taken
seriously

* We also changed - no
longer limited by our own
fears, the DASNI effect
emboldened us

* Many of those who metin
Montana in 2001 are still
here and active in
advocacy!

In late 2000 | joined an internet group of others with dementia.

In 2001 we met in Montana, flying the banner of advocacy and
change, forming the Dementia Advocacy a nd Support Network
International (DASNI). We gave each other new hope simply by

being ourselves. Together we started to work to change the
stereotype and so reduce the stigma of dementia.

We approached Alzheimer's Disease International (ADI), seeking

inclusion, and improved services and support. In so doing, we

were challenging the stereotype of how a person with dementia

should behave. We argued for acceptance as valued human
beings, not simply those labelled with dementia.

We needed to act together to challenge the stereotype. As a
group we could not be written off as individual freaks who did not
really have dementia because we could speak. We were taken
seriously. There was change in how they included us and sought

our input.

Importantly we also changed, no longer limited by our own fears,
the DASNI effect emboldened us. Many of the people who met in
Montana in 2001 are still here and active in advocacy! One of the
changes that ADI made had a big impact on me.

21
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2002-2010

* Elected to ADI
Board 2003 and
active member
until ADI Berlin
2006

* Active advocacyin
Japanfrom 2002 to
2007

In 20031 was elected to ADI b6s Governing Bo
great honour, and yet a daunting prospect of travel to meetings

and networking on issues papers. | tried my best to represent

the interests of all those with dementia, whether they could

express themselves  or not.

At the same time | had become very active in advocacy in Japan.

| worked with a network of media, care -providers and

government ministries to prepare for major change. In 2004

Japan hosted the international Alzheimer's conference in Kyoto,

and was referring to people with dement.
el derl yo. Within two years that had ¢
cognitive probl emso. Now Japanese peopl
speaking openly about their needs, are being heard, and their

needs are being met

22
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2002-2010

* But burn out, stress, anxiety, losing sleep and
weight

* Maybe the sun was finally setting in my
journey of dementia

* | focussed inwards on family, gardening,
reading

But at home | was experiencing burn out, losing sleep and
weight, struggling with a rising tide of anxiety and stress. Now
maybe my fears were being realised, and the confusion of
dementia was becoming too much for me? | stepped down from
A DI 0 sard Bh@®006, and struggled even to meet my remaining
commitments in Japan till 2007.

| focussed on our family. The delights of our daughter's wedding,

and of grandchildren, born in 2007 and 2010, were highlights in

an otherwise restricted and more gloo my outlook. These
mileposts were not ones | thought | would reach when diagnosed

in 1995. Now they were reached, would | now decline further

into the empty shell? Would | finally succumb to the stereotype of
dementia?

23
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2011 onwards!

Meeting old friends at
ADI Thessaloniki March
2010

Talk in SydneyJuly 2010

Back on the journey of
advocacy

Casting aside fear again!

Far from it! Paul persuaded me to go to ADI Os
Thessaloniki last March where | met old friends and felt energised
once more.

Soon | was responding positively to requests to give talks, such
as the one in the slide in Sydney last July.

| had a new website developed, and felt much encouraged by the
e-mails arriving from people around the world who had read my
books and heard my talks.

My health was still a battle, but | began to have some insight into
my problems which all seemed to trace back to very high levels of
anxiety. Not being aware of time, nor of the past or future, life in
this limbo -land of dementia can be a very stressful place.

So with the help of calmatives | was able to cast aside the fear of

decline yet again, and to cope better with daily life. An d even
travelling and speaking once more!

24
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I’m still here!

www.christinebryden.com

* Your life has meaning,
treasure this!

* Find a friend - focus on
relationships based on
love and connectedness

* Look for positives and
humour in the absurdity
of life

* Find a group who knows
what it feels like and
support you

So now | am still here and want to do all | can while | can to help
change the stereotype of dementia. It is this picture of the state
of non -being that leads to the stigma of society that isolates us in

our fear of becoming this empty shell.

The journey with

dementia certainly has its challenges, but it also has its joys and

in the face of stigma, we often forget that.

I f you are |
worth you still have

ving wi
and always will have.

t h

dementi a |
Know that your life has

meaning and nurture this sense of meaning in your life.

Find a friend who will listen and encourage -

and look for

relationships based on love and connectedness.

Look for the positives in life . and discover

in the absurdity of life.

the humour that exists

And, find a group who knows what it feels like and will support

you, even take action with you. For me this is

DASNI but it also

may be an early stage support group or other group.

25
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* Working together, we can
prevent stigma and fear

* It is possible, it is achievable,
today not tomorrow!

If I can speak, | can still have dementia.

If I can speak, I can tell you what it feels like and what you can
do to help. Listen!

Reach out over the barrier of stigma, and help us overcome our
fears.

If we work together, we can prevent stigma and fe ar - It is
possible, it is achievable, today not tomorrow.

Thank you.

26
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Biography T Russ Belleville

Russ Belleville was diagnosed with young -onset Al zhei m
disease in 2009 at the age of 58.

Russ was a member of the U.S. Coast Guard from 1969 - 1979

and achieved the rank of Chief Petty Officer. He specialized in

tel ecommunications and served at Govel
City, San Juan Puerto Rico, Portsmouth New Hampshire and San

Francisco. After his retirement from the U.S. Coast Guard, Russ

worked for Siemens Enterprise Communications for 28 years in

operations management and as Director of Internal Audit and

Compliance activities for the North American region.

Russo wife, Di ane, and coworkers firs
had difficulty reme mbering recent events, names and
i nfor mati on. Russod primary care phys

the Memory and Wellness Center at Florida Atlantic University in

Boca Raton Florida for neuropsychological assessments and MRI

and PET scan testing. After a ba  ttery of tests in October of 2009,
approximately three months after his first appointment, Russ was

diagnosed withyoung -onset Al zhei mer 6s di sease.

As a member of the national 2010 Early - Stage Advisory Group,

Russ would like to raise awareness concerning public policy and
research for an effective Al zhei mer 6s
interested in informing individuals in the workplace that

Al zhei mer 6s effects not only the &el de
prepared for unforeseen medical issues that may cut their career

short.

Russ and Diane currently reside in Boca Raton, Florida.
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The Stigma of Dementia

What is Stigma?

Stigma -a mark of disgrace or infamy; a stain or reproach, as on
onebs reputation.

Stigma may be obvious and direct, such as someon e making a
negative remark about your mental health condition or your
treatment. Or it can be subtle, such as someone assuming you

could be violent or dangerous because you have a mental health
condition. These and other forms of stigma can lead to feeli ngs
of anger, frustration, shame and low self -esteem -as well as
discrimination at work and in other areas of your life. For
someone with a mental iliness, the consequences of stigma can

be devastating.

One recent study in the United States showed that de mentia is
one of the most feared diagnoses, second only to cancer. This is

not always the case in other countries such as China and India

where some dementia is accepted as part of the normal aging
process.

The Consequences of Stigma

The Consequences of stigma are many, including:
1 Trying to pretend nothing is wrong
1 Refusal to seek treatment
1 Rejection by family and friends
1 Work related problems or discrimination

1 Difficulty finding housing
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1 Being subjected to physical violence or harassment

1 Inadequate healt h insurance coverage of mental ilinesses

The stigma of dementia raises its ugly head even before you are
tested to determine if you have a disease that could result in
dementia. The fear of what others will think and how they may
react often discourages people from going to their doctor for an
examination and necessary testing.

The fear of stigma of dementia is very powerful. It is not
uncommon when various organizations offer opportunities to talk

with individuals concerned about their memory and no one shows
up.
Dismissing the warning signs and not being ev aluated may delay

the diagnosis of dementia for months or even years and prevent
the opportunity to receive treatment that may help in the early
stages of dementia.

| was no different. Diane, m y wife, noticed three years ago that |
was having lapses in my memory. | quickly dismissed her
concerns attributing them to work related stress. She continued

to encourage me to discuss this issue with my doctor at my next
appointment. Apparently, | con veniently forgot!

When she asked me what the doctor said, | told her the doctor
told me | was fine. Actually | was afraid to ask the doctor. My
denial due to my stigma related fear delayed my diagnosis of
Al zhei mer 6s di sease for atayteatmentand del

Stereotypes and misinformation contribute to the stigma. People

fear dementia because they do not understand it. The most
common picture of the person with dementia is the elderly person

in a wheelchair, dependent on others for their car e, unaware of
their surroundings.
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In another study in the United States 81% percent of the
participants felt that they would be looked upon or treated
differently if others knew they were diagnosed with a dementia
related disease. These thoughts and fear s are a part of the
stigma.

Stigma is often a result of the effects of the disease, such as
hallucinations and agitation. People do not understand what is
going on with the person and are afraid.

Care Partners may also fear and suffer from the stigma of
Al zhei mer s as their relationships with

My wife and | decided that we needed to be educated about
dementia and my Al zheimero6s disease to
was going on in my brain.

We found a great source of information in t he Al zhei mer 06
Associati on. We | earned that no two p
disease are alike. We also learned that the most powerful tool to

combat the stigma of dementia is education.

Early in my disease | decided to be open. | started at my

retireme nt party at work when | bravely announced that | was

| eaving the company to fight a new bat
disease. The reaction was one of shock and sorrow. | told them

not to be concerned, It 'S not contagi o
told them | would be using all of my skills and energy to increase

the awareness of Al zheimerodés disease an
to find the cause and thus an effective treatment.

My advice to others to combat the stigma of misconceptions of

dementia is best expre ssed in my personal motto -0 | t I's al ways
better to be a part of the solution and not just part of the

probl em. o

30



International A Changing Melody I March 26, 2011

| have been a member of the Early Stage Advisory Group of the

Nati onal Al zhei mer 6s Association in t
Supported by my w ife Diane, | have participated in many events

including this opportunity today in Toronto to educate people

about the stigma of dementia, especi al

An Action Plan

What works is choosing your attitude by remaining in contact with

people, finding new friendships among those with the same

disease and getting active about sharing your experience living

with this disease. We participate in a support group of people

living with dementia and their care partners. We have social

activities together separate of our meetings and find this fulfilling

and rewarding. Live in the moment an
me, with kinks.Oo

| continue to have lunch every Thursday with a group of my

fellow retired colleagues at a local restaurant. Once | had
received my Al zhei merds diagnosi s | w
the stigma. Finally, | decided to tell them about it. After | told

them, there was silence for a moment. Then, John, the self -
appointed | eader of our groupysasmatod, AF
hear this, jJjust dondét forget I tds you
We all had a good laugh and we still enjoy our ongoing friendship.

All of you can be part of the solution by educating others about
what you learn here today.

Thank you for  your time spent listening to me.

Russ Belleville
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Biography T Loretta Loon

Loretta Loon is a Health Policy Analyst at the Ontario Federation

of Indian Friendship Centres based in Toronto since May 2010.

Prior to the OFIFC, Loretta was engaged in work a s a Policy
Analyst for Noojimawin Health Authority and also worked with the

North East Local Health Integration Network in Aboriginal health

policy. Loretta has a background in International Development
Studies from York University and is currently  working on her
second degree in Education through Brock University while
continuuing to work for the OFIFC.
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Coping with Stigma & Fear in
the Aboriginal Community

presented by:
Loretta Loon, Health Policy Analyst

=

O.F.I.LF.C.

What is stigma?

» Origins of the word are Greek

» Referred to a kind of marking that
was placed on the body of
- Criminals
- Slaves
- Traitors
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Stigma

» No exact word in most Aboriginal
languages for the word.

What will you see in Aboriginal
communities about people living with
Alzheimer’s Disease or related
dementias?
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Aboriginal Communities

Honouring
atf Abilities

Making our communities
accessible for all.
#;

A AR

e
OfrC,

Aboriginal Communities

Talking Circles |  Education |

——
OFIrc.
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Aboriginals and Alzheimer’s
Disease and Related Dementias:
Statistics

A Py
(7

Stigma - KAB

» Knowledge

> Not knowing the terminology concerning
dementia

» Attitudes
- Prejudice
» Behaviour
> Discrimination
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Stigma - KAB

Knowledge

Stigma - KAB

Attitudes
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Stigma - KAB

Behaviours

Stigmas + What to Do?

» Educate
> Aboriginal community members
- Health Fairs
- Frontline worker training
- Story telling
- Focus groups
- Songs
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Stigmas + What to Do?

» Educate
- Mainstream who want to work with the
Aboriginal community
* Cultural competence of the non-Aboriginal
* Develop trust with the Aboriginal community

+ Solicitthe assistance ofthe Elders and
Traditional People fromthe area and get
them involved

* Follow CIHR Guidelines

Barriers to Aboriginals

» Lack of culturally competent
assessment tools;

» Lack of understanding by mainstream
of culturally relevant aspects of aging
within Aboriginal communities;

» Trust issues due to intergenerational
and historical trauma
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Barriers to Aboriginals

» Wanting to “do to us” or “on us”
mentality and not work “with
Aboriginal communities; and

» Lack of knowledge about symptoms.

Thank you!
Merci!
Nya:weh!
Meegwetch!
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Session One:  Coping with Stigma and Fear

Time for Dialogue and Reflection

Take a few minutes to reflect on what you just heard. Think about
the following questions:

1 How have you addressed stigma and fear in your own
life?

1 What strategies or advice do you have for others
about how to cope with misconceptions, stigma and
fear?

On the comment sheet entitled nCoping
write down your strategies or advice you would like to share with
others.

We invite you to share your strategies and advice with the larger
group.

At the end of the session, please leave the co mment cards on
your table so we can collect them and share the strategies with
others after the forum.
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Comment Sheet:

Coping with Stigma and Fear

cope

W i

t h

mi sconceptions,

st

g ma
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Session 2

NnAdapting to Change

Mary McKinlay
Dr. Mitchell Slutzky
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Biography & Mary McKinlay

Mary McKinlay, a resident of the Town of Napanee, in south east
Ontario, Canada, was diagnosed in December of 2005 with early

onset Alzheimer's disease. In September of 2006 the diagnosis
was changed to frontal temporal dementia (FTD). Now 66 years
old, Mary, a retired administrative assistant, spends time writing

a weekly online journal in the hopes that her experiences and
observations can help others on this journey. In this session,

Mary will talk wi th humour and candour about how she has
adapted to her changing life in ways that allow her to maintain

and even enhance her wellbeing
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Adapting to Change

Wel | |, here we areé.on our journey of &
journey any of us pictured, bu t with help from each other we can
make things work for us.

Youdve probably hear d Wehcannoedirgcrtbes si on
wind, but we can adjust our sails 0. Today | want t o
wedOve adjusted our sails to cope with

Dementia affects each of us differently. | would like to explain

how dementia has affected me, and how
the changes. | will be referring to some websites which you will

find at the end of my presentation in your handout.

| was diagnosed with Al z h e i e years ago, and have been
on both Aricept and M emantine since then. | call these my
miracle drugs, because they have certainly improved my life.

Gone are the days of putting the bag of bread in the garbage can
instead of the bread  box, or dumping the cup of flour in the sink
instead of the mixing bowl. And | even remember how to put my

dentures back in my mouth now. Of CQ
too much at once, then anything goes.
wor ks wel | f e task rateaétime,owith brain breaks in

between.

The confusion, or fog as | call it, is

like the processor in my brain is struggling to process the
information coming in. When my head is really confused, it feels

| i k e going td6 burst. | usually wake up with a clear head, but

as the day progresses, the fog builds up. Just reading my e -mail
or fixing breakfast brings the fog in.
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I have problems with my memory when | h a
as though | c taenn@emoryabank trewgh the fog. No
problem though?©é. sitting quietly for te

fog usually rolls out. If that fails, | may have to have a nap for
an hour or so bef goagainl 6m ready to

The brain fog is just one of the things | Om | earning to deal
Another is noise. According to the ear doctor, | have what is
called hyperacusis, which is a sensitivity to sound caused by my

brain not filtering sounds. So | have these fancy
headphonesé. . designed t o be u ®isyd when
equipment. When the noise starts causing the fog, | just grab my

headphones. I hope people just assume |

player, or whatever it is people are using these days.

Anot her neat t r i dskusingehéadphonds dou thedTV.
We each have a set of headphones with volume control. So Jim
can watch TV as much as he wants, without worrying about

whet her | 6m having t oo mu c h I nput. A
peacefully quiet world, or don my headphones and enjoy as much
TVforaslongas | 6 m comfortabl e.

My eyes have also become affected, in that sometimes | have an

extreme sensitivity to light. When this happens | get unbelievable

headaches. Again, that was checked out by a specialist who

explained that the brainitissupposedtd. i | t er i n
So when this happens, | just wear clip -on sun glasses on top of

sunglasses, or stay indoors and keep the curtains closed.

Early on | devel oped balance probl ems.
gets dizzy, but rather the muscles down the sides of my legs quit
wor ki ng, and I tend to fall agai nst W ¢

undergone extensive testing, but so far no one has come up with
any reason for this. So | got myself this fancy walker, and | keep
improving it as | think of things that would make life easier. |
have about six handbags now that | can attach to my walker. |
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dondét have to worry about someormra st e

easily change it to go with whatever
shopping bags reside in the front carry case, and | even have a
bell to ringéto amuse our grandkids mo

For years | started my day off with a shower, but | really began

dreading this mor ning ritual. This seemed to be just too much

input for my senses. The sound of the water, plus the water

hitting my head and skin became more than I could handle, and |

was putting off having a shower only every other day or so. |

began experimenting to find out how to make this an enjoyable

activity again. Wearing ear plugs helped deaden the noise. And

if |1 start the water running, then get in the tub at the far end,

away from the shower, I dondét have t he
my body to contend  with. | have a shower stool to sit on, and |

can extend one limb at a time under the water. | still get

confused sometimes about which way to turn the tap to OFF

when | 6m done, but at | east | O0m back t

We borrowed our shower chair from our local Legion, as well as
my first walker, until we were approved through the Ontario
Assistive Devices Program to get my own. Just check with your

local Alzheimer office. They can tell you where to borrow any
equipment you might need.

Others have s aid to me that they have trouble making decisions
about things, and | must agree. The indecision of what to wear
each morning uses up a whole bunch of brain power, and quite
needlessly.

A really simple solution | 06ve fouend 1 ¢
outfits hanging at one end of my closet. This is slacks matched

up with tops, with each outfit on their own hanger. So each

mor ni ng I j ust grab a hanger and vo
minutes, and no decision making.
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For special occasions, | have anot her section of my closet set up

the same with special outfits. If you put all the other clothes in

another c¢closet, out of sight, you wonot
minutes trying to decide what to wear. The key is to make life as

simple as possible fo r ourselves.

|l 6ve also found it easier to keep the ba
to have a collection of bottles in the bathtub stall, for various

uses, so we all had a choice. Now | have one shampoo on the

tub, and a tube of toothpaste on the back of th e sink. We used to

keep the toothpaste in the medicine cabinet above the sink, but

| 6dm finding that when | open the medici
shelves full of stuff, my brain feels startled. Again, keep things

simple!

| gave up driving the car shortly after being diagnosed. About to

head into town one morning, | went to put the key in the

Il gnitioné. except I coul dnot remember wh
looked everywhere, but could not for the life of me recognize

where it had to go. | sat quietly with my eyes closed for probably

five minutes before | tried again, and of course, there was the

slot for the key.

At that time we lived about 10 kilometers out of Picton, and it

was a very easy drive to town, with virtually no traffic to speak

of. 1 was d riving along when | came across a slow farm tractor,

and pulled out to pass it. Just then a truck came around the

corner towards me. There was no immediate danger, except |

coul dnot t hink what I was supposed to
ahead of the tractor, or slow down and get behind it. Fortunately

the tractor pulled over and | went back into my lane. My heart

di dnot stop pounding til! we | | after I
then it was time to quit driving. | was indeed no longer a safe

driver. Ilwasah azard to myself and everyone else on the roads.
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Jim has now retired so | can get out
time my heart desires. Whenever we go into the larger stores

like Wal-Mart, we each carry a walkie talkie. If one of us wanders

away, usual ly me, we are able to find each other again fairly

quickly.

Wedbve discovered on | onger trips that
of sights and sounds is raising my anxiety level, and | become

quite stressed, which of course makes Jim stressed. | found |

was gasping or grabbing onto the door or the dash when |

perceived an imminent danger. It seems the part of my brain

that controls anxiety has, to all intents and purposes, lost all

sense of proportion, and screams fnddan
not threa tening in any rational way. Our solution to that? | now

travel in the back of the van, with my seat reclined and my feet

up on a foam footstool. We installed some curtains on the van

windows, and | can travel stress free in my wee cocoon. The kids

gave me a GPS for my birthday, so | can navigate while Jim does

the driving. This puts a whole new meaning to the expression

Aback seat drivero.

| wear a Medic Alert bracelet which has Al z hei mgrawedon
the back, and our sonds p mdenavayrdrenmber .
Jim when webre out, or I get di sori er

dondét have to worry about not being re

| 6ve di scovered a neat system for my
large Dosett pill containers which each hold a we ekds supply o
medications, along with my vitamins and minerals. Every two

weeks | sit down with my list of meds, and the plastic storage bin

where | keep all the bottles, and fill my two containers. An easy

way to make sure | d o n 6 tcourg #am omeitax e d U [
seven as | drop the pills into the slots.

Remembering to take my pills was becoming a real problem. |
have trouble identifying sounds, and when an alarm rings |
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struggle trying to figure out what It i
have my laptop in the living room beside me, Jim found some

free softwaNthclockad | whdi cih he set up on ea
computers. Now morning and night a screen pops up that says

OPI LL TI MEG. This works most of the ti
something else, | tend to click the screen to make the reminder

go away, and then of course | forget my pills. Jim has gotten into

the habit of double checking that | have taken them.

That Obusy doing something el sed6 I al sa
brain. | find I f |l dm f ocused on one t hing,
everything else. This includes the message that | need to use the

bat hr oom. That message someti mes doesn:
unt il al most too | at e, so | 6ve resorted

Thank goodness for my Poise!

l 6m stil]l able to do alll of the meal pr
extra careful when using a knife though, because my one tracked

brain is focused on cutting, and not on whether my fingers are

out of the way of the knife. | have a goodly supply of bandages,

I might add! But more importantly | switched to a small electric

chopper, which eliminates the loss of finger tips!

| really like using my slow -cooker, because | can put a whole

meal in there and forget about it. In the morning | jus t grab a

small roast or a package of chicken breasts out of the freezer and

pop them into the slow cooker. Then | 061
soup, or a cup of water and a package of onion soup mix, and

whatever veggies | want. By evening the aroma tells us we have

a delicious meal ready, and | havenot h

that something was on the stove and might be burning.
| also use my microwave and toaster oven for much of our food

preparation. No worries about forgetting stuff and burning
anything , because they both shut off after the designated time.
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Jim and | share most of the housekeeping chores. Fortunately he
doesndét mind vacuuming because iIitb0s tc
a |l ovely apartment i n a senioros compl

| wander down the hall to the common area and usually find
someone to chat to.

| 6ve recently become the soci al convel
keep busy organizing activities like bingo, pot luck suppers and
50/ 50 dr aws. | 6ve di sc essdpaeednyselhlough 1

do have brain meltdowns, and it takes me a couple of days to get
myself back to normal.

Now before my miracle drugs started doing their job, the simple
task of grocery shopping was a nightmare. It was as if my brain
coul dnot h the ohpue of thd lights, people, shelves of
goodies and sounds. It was total brain overload, or the processor

i n my brain just couldndot keep up wit
up and down the aisles, looking for whatever was next on my list,

almost in a frenzy . | would be so focused on where | was

headi ng, It di dnot even regi ster t he
heading the same way unti |l I j ust ab
happy to say | can now shop otil]l I (
time!

Even with the medications, | still struggle with conversations.

When someone is talking to me, | am trying to focus on what

theyodore saying, but at the same ti me
t houghts on what I need to respond wi
and access the ¢ orrect cue card in my brain.

Sometimes | candét stand the thought of
a conversation with someone, and will actually change direction in

a store or on the street to avoid contact with someone | know.

When | 6ve done tamdtmwowhe,n It ac k on the
words seem to get stuck in my brain.
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After | was diagnosed Jim and | were asked to be Directors on

our local Alzheimer Board. After two years | had to resign as |

di dnoét ffeel | was able to makrmstodhey wort
Board. Again, it was my inability to process the conversations

around me, and put forth my thoughts in any intelligent way.

The same thing happened with the support group our Alzheimer
Society started for persons in the early stages of dementia . The
conversations would become a blur of noise, and | sat in dread

that anyone would ask me my thoughts on anything.

|l 6ve often complained to Jim that | real
on a meaningful conversation anymore, but that | find it such a

struggle to do so. A speech therapist explained it rather well in

one of my f orums. She said we t end
speechdéthings we can repeat off the top
something that requires thought. It really does tire me out when

| hav e to try and think of what to say next.

Wedve di scovered when weodre visiting wit
| need to get to a quiet spot every so often to let my head clear.

The conversations around me become one big blur of noise, and |

canot f oany sne @mnversation. In the summertime, my

quiet spot is anywhere out of doors. In the winter months, you

might find me hiding out in the nearest bathroom.

One of the first things | did when diagnosed was start writing in

an online journal so | could s hare how | was doing with our

families. One of our sons created a website for me where | write

weekly in my journal. When | come across any information | feel

might help others on this journey, | add it as a new page on my

website. | have found the jour nal helpful to myself as well, when

Il 6m trying to remember various happeni:
years.
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Jim and | both have spent mega hours researching everything we
can on dementia. There are several forums where | regularly add

my two cents worth. Not everyone with dementia is aware of
what is going on with them. Many caregivers have said that by
sharing my experiences they have a better understanding of what
their loved one might be experiencing.

In our research, shortly after diagnosis, | found a website talking

about an ongoing  Alzheimer study at Sunnybrook Hospital. |

applied, and was accepted into the study under Dr. Black, the

head of neurology. | went through a battery of tests, including a

SPECT scan and an MRI. When | went back a month | ater for my
Visit wi t h Dr . Bl ack, she i nfor med
Alzheimer st udy, because Al zdh dinfeme\@shdde

have Frontotemporal Dementia, and | could be in the FTD study.

| have been going for testing every six months, and have had a

repeat MRI (which showed more atrophy of the frontal lobes).

That is the only part of my body that is shrinking, in case you

hadnot noticed! Each ti me I have t
seems to change. One time | have FTD, the next time | have

Al z hei naed back and forth. Dr. Black explained that until

they do an autopsy of my brain, they can only make a diagnosis
according to how I scored on the test.]
an auto psy I think!

When first diagnosed | was fortunate to find the chat room run by

DASNI where | met a group of people who had been diagnosed as

far back as twelve years, and they w
spent hours in various chat rooms since then, talk ing to people

from around the world, and sharing coping skills.

One of the things wedve been told for
So | embarked on spending several hours a day doing brain

exercises, and even got myself a Nintendo DS, with the Brain Age
games. |l really think this is one of
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Physical exercise is a big thing we keep hearing about. | try to

get out and do some walking daily. For the last three years we

also enjoyed riding our tandem bike. Jim sat in the front, and
handled the steering, braking and decision making. | rode in the

back, peddling and sightseeing. This really worked well for us.
However, this seems to be too much brain input for me now, and
webve had to give that up.

We also have two nine f oot hobby kayakséwhich are
We can go for nice quiet kayak rides whenever we wish at our

summer trailer. When my arms get tired, Jim hooks a line to the

front of my kayak and tows me. Unfortunately that activity was

also put on hold, aslco ul dnot stand spending any
trailer. | seem to have developed a phobia to spiders and spider

we bs. We 6 | | see how | manage this sumr
spiders.

Over the years of meeting others on this same journey, both in
person and on the ¢ omputer, | realize how extremely lucky | am
to have such a loving and supportive family. My husband Jim and
our five sons, as well as my brother and sister from Ottawa, who
have joined us today, do everything they can to help me on this
journey.

We cont inually have to make changes to our lives to

accommodate my changing brain. A numbe
met online have said they are trying to carry on doing the things

theydébve always enjoyed doing, but have
drugs to control the an  xiety and rages that this has caused in

their | oved ones. Hmmmmmmmé

I donoét dwel | on what | i es ahead for me
Attorney for Personal Care to include my
heroic measuresé.no feeding t utoleng. O I

my | ife when the O6qualitydéd is no | onger
when 1 06m no | onger able to make decisio
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apply to become my guardian, to ensure that he has complete
control of my future care.

Il n the meant i memy lifé, 6ne day ata tinmgenjoying
each day to the fullest, and looking forward to many, many more.

My Journal:
http://alzheimer  -journey.blogspot.com/
Forums:

http://www.alzinfo.org/forum/
http://ftdsupportforum.com/

DASNI Chatroom:

http://www.alzinfo.org/alztalk/flashchat.php
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Session Two: Adapting to Change

Time for Dialogue and Reflection
1. Working at your table, choose a facilitator and a reporter
(note taker) for your group.
2. As the facilitator, have your group discuss the following:

Drawing on Maryodos talk and y@ame own e X
the ways that you adapt to change in your life so as to
LIVE with dementia.

Identify specific strategies you could use to support
persons with dementia and family members in adapting
to the changes they experience.
3. As the reporter, use the NnAdapting to
provided to list all the ideas that come from your
conversation.

4. Share one strategy with the larger group.

Leave your list of strategies on your table so that we ¢ an collect
them and share the strategies with others after the forum.
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Comment Sheet:
Adapting to Change

List the different ways and specific strategies used to adapt to
change.
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Biography & Dr. Mitchell Slutzky

Dr. Mitchell Slutzky is currently the Associate Clinical Director of
CHE Senior Psychological Services, a company providing
behavio ural healthcare to residents in rehabilitation and long term
care settings. For the past ten years, he has led a monthly online
support group, presenting themes of interest to persons with
dementia and their families, in conjunction with Dementia
Advocacy and Support International (DASNI) and the Fisher
Foundation for Al zhei mer 0s Research.
Ph.D. in Clinical Psychology from California School of Professional
Psychology, San Diego, and advanced training from the New York
University Po stdoctoral Program in  Psychotherapy and
Psychoanalysis. His work integrates research from the fields of
affect regulation, neuroscience and neuropsychoimmunology into
effective clinical techniques for persons living with chronic
conditions such as cogniti  ve impairment, physical pain, emotional
trauma and disorders of the immune system.
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Top 10 strategies
for adapting to dementia
Mitchell R. Slutzky, Ph.D.

Associate Clinical Director

CHE Senior Psychological Services
A Changing Melady

March 26, 2011 Toronto

Overall Advice:
Dementia Strategy #1
Still... and then Stimulate

#Stilling: Creating inner calm and safety

Connecting better with self and others

#Stimulating: Improving mastery

Regulating self esteem
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Dementia Strategy #2
Stilling

»Creating sense of quiet safety
»Compassion
»Empathy
»Self-soothing
»Trust

Dementia Strategy #2 contd
Stilling: compassionate feelings

Three ways:

» The compassion you feel for others
= your desires for them to feel happier
> help rid their suffering
>The ability to feel compassion from others

# and their desire to help you

»The compassion you feel for yourself
# and your desire to help yourself nurture and heal
Paul Gilbert
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Dementia Strategy #2 contd
Stilling: Reduce negative emotions

# Strong negative emotions harmthe
brain, the body and the immune system

» Can lead to:
»Memory loss
# Chronicpain
# Failures of the immune system

Arthritis (and other diseases of an
overactive immune system)

Cancer (and other diseases of an
underactive immune system)

Dementia Strategy #3
Stimulating

Can only occur when first feeling safe

» Pleasure at exploration and mastery

» Cultivating positive emotions
#loy
# Interest
»Contentment
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Dementia Strategy #3 contd
Stimulate positive emotions

# Smile often

#» Be aware of the present moment
# Pay attention to human kindness
# Get out of your usual environment
# Beautify your surroundings

# Socially connect

» Appreciate the arts

» Creative expression (be your own artist)

Dementia strategy #4
Brain Training Exercises

» Improves:
» Attention/concentration
#Memory
# Problem solving skills

» Choose tasks that are challenging but not too hard
» The Goldilocks effect just nght

» Learn new language or musical instrument

» Play crossword puzzles or other brain teasers
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Dementia strategy #4 contd
Brain Training Exercises

» Brain training software
» Computer software sets difficulty level as you play
» Gets easieror harderas you need itto
» Three Choices:
Computer software
(e.g., positscience.com or dakim.com)

Online subscription
(e.g., thehappyneuron.com or lumosity.com)

Gaming devices with brain games
(e.g., Nintendo DS or Nintendo Wii)

Dementia Strategy #5
Sleep regulation (Stilling)
» Necessary for memory

consolidation

» Provides time for
homeostatic
maintenance

» Regulates mood

» Improves
cardiovascular health
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Dementia Strategy #6
Physical Exercise (Stimulating)

» Maintains memory
» Reduces stress

» Improves
cardiovascular health

» Reduces pain

» Many other benefits

Dementia Strategy #7
Nutrition/Diet/Supplements

Building blocks to repair
and regulate cells and
neurochemistry including:

# Braincells

v

Neuropeptides

#» Neurohormones
. /BBGE6660\
Neurotransmitters e

Meed the right fuel to build
the right substances

v
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Dementia Strategy #8
Meditation

Activates key brain regions

» Improves:
> Aftention, focus, memory, mood
» 5Sense of well-being
» Immune system functioning

#» Reduces:
» Anxiety
» Depression
# Pain
¥ Blood pressure

Optimizes stilling and stimulating

Dementia Strategy #9
Music, Brain Synchronizers

The Mozart Effect

» Stills and stimulates the brain

» Creates coherent brain waves

» Improves attention, focus and mood

Relaxation music with
brain synchronizers:
» Binaural Beats

» Guided Relaxation Music

Creates meditation state
{Meditation with less effort)
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Dementia Strategy #10
Aromatherapy: Essential Oils

#Lavender: (Stilling)
#Calms anxiety, fear or anger ‘ “'

»Sandalwood: (Balancing) ; :_
#Maintains positive emotions

»Ylang-Ylang: (Stimulating) ) A
> Brightens mood s Ll
»Increases energy - -

»Myrrh: (Motivating) Never use full
> Reduces apathy PutE;-'rfEEqug"rbm
Aromatherapy appears to trigger in a “carrier oil",

or buy itindilution

changes in neurochemistry “ready to use”

especially in the emotional brain

The Take Away Message

~Still... then Stimulate
» Stilling:
Reduce negative emotions
Encourage serenity
» Stimulating:
Cultivate positive emotions
Stimulate interest and challenge
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Summary

# Stilling... then stimulating: can improve emotional,
cognitive and physical functioning of people with dementia

= Emotional regulation improves brain health while intense
negative emotions harmthe brain

= Empathic/compassionate connections opimize brain health

= Memory and other brain functions can be improved at any age,
even after mild cognitive impairment or dementia

= Exercise, sleep and good nutrition are all necessary for optimal
brain health

= Mind-calming technigues like meditation or listening to Mozart
can enhance brain functioning

= Aromatherapy enhances learning and emaotional regulation (and
does many other things)

Thank you

Mitchell R. Slutzky, Ph.D.
CHE Senior Services
mslutzky@gmail.com
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Session 3

NEnabling Persons with
Dementia 0

Cathie Borrie
Patricia Bower
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Biography - Cathie Borrie

Cathie Borrie has two degrees in health and a degree in law, but

nothing prepared her for the seven years she spent caring for her

mot her wh o had Al zhei mer 6s and Par
heartbreaking and unexpectedly fascinating journey, she
discovered that recording conversations with her mother, writing

a memoir, and learning to ballroom dance were ways to tell both

her and her mother's story. Excerpts from The Long Hello -The

Ot her Si de of had bednshorthsted three times in the

CBC Literary Awards. Cathie presents
hope and inspiration all over the world and is adapting the work

for stage and screen. The Long Hello -The Other Side of

Al z hei fmemdrlsand L ooking into your Voice -The Poetic a nd
Eccentric Real i ti @esollestion oArhothér e i-daeghtér s
conversations) are both based on the caregiving years.
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Biography & Patricia Bower

Patricia was born in Scarborough, England and immigrated to
Canada in 1957; sheis the mother of 5a nd has 4 grandchildren.
After retiring she joined ACT Il Studio, which is a theatre school

for people over 55 at Ryerson University in Toronto. Among other
productions ACTII is very involved in producing research -based
plays. Patricia travelled around Canada with the play "Handle with

C a r eaodresearch based project which dealt with women living
with metastatic breast cancer, Patricia is a breast cancer survivor.

She has also performed at various venues in the play "If Not Now
When," which deals with the problems of aging. For the past 6
years Patricia has been busy travelling around Ontario acting in
over a 120 performances of the play I'm Still Here , which was

devel oped from 10 vyears of r edse@arl ch on
Mitchell and Christine Jonas  -Simpson. This latest venture is close

to Patricia's heart as both her husband and stepfather had

dementia.  Patricia also appears in the DVD version of l 6m Still
Here produced by MAREP. Patricia and the cast of I'm Still Here

have also performed in Winnipeg, Chicago and New York.

70



International A Changing Melody I March 26, 2011

CATHIE:
Alzheimer’s ...
The Living Death, Loss of Self, the Long Forgetting
Alzheimer’s

The Long Goodbye?

Every day | sit with my mother and watch the sea. There’s a row of birds perched
on an errant log—cormorant, cormorant, seagull, heron. Crow.

MOTHER: Cathie, sometimes [ drift off for ten minutes and | don’t know where I've
gone.

CATHIE: “Does that bother you, Mum?”

MOTHER: No, it doesn’t. Are you my daughter?

CATHIE: We watch frantic wing flitting at her bird feeder. Chickadees, starlings,
sparrows. A house finch, brown -striped.

MOTHER: Cath, | think it’s a finch, it’s only . . . oh—a finch a finch a finch! Are they
trying to tell you they aren’t in there? What are they trying to say?

CATHIE: “Tosay...? |, 1 don’t know.”

MOTHER: / think there’s something, they’re trying to get something across, aren’t
they?

CATHIE: Several times a week my mother and | go to the mall for lunch. We sit
in our favourite server’s section. Wait for hugs.

Cathie Borrie©
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